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Dystonia Coalition:
What have we done so far?

⚫ Grown from 8 Sites to Many

35 active or initiated recruiting centers

8 affiliate centers

⚫ Conducted Several Major Clinical Studies
all address bottlenecks in trial readiness

all have international participation

⚫ Seeded Numerous Smaller Pilot Studies
40  pilot projects

14  career awards

⚫ More than 100 publications
Brain, JAMA, J Neurosci, Mov Disord, Neurol



Dystonia Coalition:
Data & sample sharing

⚫ Main Research Projects
~3200 subjects in Natural History Project

~200 subjects in CD Rating Scale Project

~200 subjects in LD Diagn & Rating Scale Project

~200 subjects in BSP Diagn & Rating Scale Project

⚫ What is available?  

clinical data

video recordings of exams

DNA specimens (at Coriell)

⚫ How to request data or samples?
data/sample request form

dystoniacoalition@emory.edu

56 requests made already



Look Here for More Info:

⚫ The need for trial readiness

⚫ Summary of main projects

⚫ Summary of pilots and career awards

⚫ How to access data/materials

⚫ How to get more involved



Sponsors

⚫ Other supporters
Industry

Professional societies

Patient advocacy groups



Patient Group Sponsors

http://www.tylershope.org/Default.aspx
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who make everything happen!
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Manager of Science & Technology
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